###### Strengths and limitations of this study

-   The qualitative design of this study made it possible to obtain detailed personal accounts of patients' referral experiences, which are not captured by quantitative data.

-   The use of an interpretive descriptive approach enabled generation of knowledge that is relevant to healthcare providers in multiple roles across multiple disciplines, including primary care, obstetrics and gynaecology and oncology.

-   Our sample only includes women who were treated in urban academic centres and who have a level of comfort in discussing their challenges with obesity.

Introduction {#s1}
============

Low-grade endometrial cancer is more strongly associated with obesity than any other malignancy.[@R1] Obesity confers not only a 3-fold to 10-fold increase in the incidence of endometrial cancer, but also a 2-fold to 6-fold increase in the risk of endometrial cancer death.[@R1] The standard of care for patients diagnosed with endometrial cancer is total hysterectomy, bilateral salpingo-oophorectomy and lymph node assessment by a laparoscopic or robotic approach to decrease surgical morbidity.[@R4] However, these minimally invasive approaches become challenging as body mass index (BMI) increases, and not all surgeons or centres are equipped to manage the technical and anaesthetic difficulties associated with obesity.[@R5]

Such issues accessing surgical care may be exacerbated by weight bias in healthcare. There is a growing body of literature suggesting that patients with obesity face discrimination.[@R8] Providers tend to perceive patients with obesity as undisciplined or unintelligent, or may use obesity as a reason to withhold medical care without evidence to do so.[@R11] Providers also offer less counselling and appear more ambivalent about health interventions when treating patients with obesity.[@R13] These issues have been shown to contribute to negative patient--provider interactions and patient avoidance of healthcare.[@R9]

Although \>50% of women undergoing surgery for endometrial cancer have concurrent obesity (BMI 30--40 kg/m^2^) or morbid obesity (BMI [\>]{.ul}40 kg/m^2^), there is no literature exploring barriers to care or possible weight stigma in this population.[@R15] This study aims to answer the following question: What are the experiences of women with low-grade endometrial cancer and morbid obesity as they navigate the healthcare system from symptom onset to diagnosis to surgery? Understanding the experiences of this population has important implications for improving the quality of their care.

Materials and methods {#s2}
=====================

Study design and setting {#s2a}
------------------------

We performed a qualitative study to obtain detailed personal accounts of women's referral experiences, which are not captured by quantitative data. Participants were recruited from Princess Margaret Hospital and St. Michael's Hospital, tertiary centres in Toronto, Canada. Unlike the majority of hospitals in the province, both centres have da Vinci surgical robots (Intuitive Surgery, Sunnyvale, California, USA), which have been shown to facilitate minimally invasive hysterectomy in patients with morbid obesity.[@R7] As a result, these centres receive numerous surgical referrals for this population from family doctors, gynaecologists and oncologists spanning academic, community, rural and urban practices. This ensured recruitment of patients from diverse backgrounds.

Sampling and recruitment {#s2b}
------------------------

Consecutive patients who met the following inclusion criteria were approached by a research assistant in person at the time of a clinic appointment: (1) diagnosis of low-grade endometrioid adenocarcinoma of the endometrium; (2) BMI [\>]{.ul}40 kg/m^2^; (3) plan to be treated by primary hysterectomy or receipt of primary hysterectomy in preceding 6 months; (4) ability to communicate in English and (5) ability to provide informed consent. Patients who were not surgical candidates due to severe medical comorbidities were excluded, as we aimed to capture barriers to surgery in patients with morbid obesity who had no contraindications.

Data collection {#s2c}
---------------

Literature on weight stigma and labelling theory were used to create a semi-structured interview guide (online [supplementary appendix 1](#SP1){ref-type="supplementary-material"}). Labelling theory originated in the sociology of deviance, and includes (1) primary labelling, which reflects how society reacts to a group of individuals who diverge from standard cultural norms; and (2) secondary labelling, which reflects how those individuals alter their own self-regard and social roles in response to societal stigmatisation.[@R17] Questions were based on this theoretical framework and were thus designed to understand participants' experiences in and responses to the healthcare system. The interview guide was pilot-tested on two individuals without endometrial cancer to ensure clarity, and then modified iteratively based on emerging interview findings.
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Three researchers (MCC, ANS and AH) carried out one-on-one telephone interviews using the interview guide. We chose telephone interviews due to the sensitive nature of the subject matter and concerns that the body habitus of the interviewers may influence patients' responses. All interviews were audiorecorded. After each interview, initial impressions and the tone of the conversation were documented to provide context for the analysis.[@R19]

With respect to researcher characteristics, MCC and ANS were graduate students and clinical trainees in Obstetrics and Gynaecology, and AH was a senior medical student. Instruction and oversight were provided by RH, an expert in qualitative methodology. While MCC, ANS and AH had previously interacted with endometrial cancer patients, they had no involvement in the care of any study participants. All researchers bracketed their assumptions based on previous experiences with this patient population, and the contextual perspective of the researchers was discussed during data collection and analysis.

Data analysis {#s2d}
-------------

Interpretive description, a qualitative research approach grounded in applied disciplines, was used to construct an account of participants' experiences.[@R20] Interviews were de-identified, transcribed verbatim and audited for accuracy. Throughout the auditing process, a rudimentary analysis was performed where initial ideas were documented in the transcript margins and key phrases were highlighted.[@R19] Using NVivo (V.11), two researchers (MCC and ANS) then coded transcripts line-by-line for significant quotations, which were developed into themes (clusters of meaning) inductively and deductively drawing on labelling theory. The first three transcripts were coded by MCC and ANS concurrently so that a common codebook could be constructed, and remaining transcripts were coded independently. Researchers updated the codebook as themes emerged, and early transcripts were secondarily analysed for these new themes. Interviews were conducted until thematic sufficiency was achieved. Themes were ultimately grouped to construct a rich description of the meaning of participants' experiences.[@R20] To illustrate key themes, MCC and ANS reviewed each transcript for representative quotations and included those that were independently selected by both researchers.

Patient and public involvement {#s2e}
------------------------------

The research question and qualitative approach were selected in order to directly elicit patient perceptions of their experience, and to thus understand their concerns, preferences and priorities. However, patients or the public were otherwise not formally involved in the design, recruitment or conduct of the study.

Results {#s3}
=======

Twenty-two patients were approached and 15 provided consent and were interviewed ([table 1](#T1){ref-type="table"}). Few new themes emerged after 11 interviews, and thematic sufficiency was confirmed after 15 interviews. The median age of participants was 61 years (range: 50--74), and the median BMI was 50 kg/m^2^ (range: 44--70). Geographic distance from the treating centre ranged from 10 to 1500 km. Every patient saw two to four specialists (gynaecologists, gynaecologic oncologists, medical/radiation oncologists) before being consented for surgery. Participants' experiences reflected a lack of knowledge on endometrial cancer, instances of stigmatisation or negative communication in the healthcare system and barriers to quality cancer care ([table 2](#T2){ref-type="table"}).

###### 

Characteristics of the study participants (n=15)

  Characteristic                                      Value
  --------------------------------------------------- -------------
  Age, median (range) years                           61 (50--74)
  Body mass index, median (range) kg/m^2^             50 (44--70)
  Specialists seen, median (range)                    2 (2--4)
  Geographic distance from treating hospital, n (%)   
   \<50 km                                            9 (60%)
   \>50 km                                            6 (40%)
  Initial symptoms, n (%)                             
   Vaginal bleeding                                   12 (80%)
   Incidental finding during routine care             3 (20%)

###### 

Representative quotations illustrating the four major themes of the study

  --------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Theme                                                                                     Interviews raised, n (%)   Representative quotations
  ----------------------------------------------------------------------------------------- -------------------------- -----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Patients and providers lack knowledge on endometrial cancer                               15 (100%)                  "At that time, I didn't even know there was such a thing as endometrial cancer, or uterine cancer (ID 3)."\
                                                                                                                       "You know, it never dawned on me that \[the bleeding\] would, you know... would be cancer or anything like that (ID 14)."\
                                                                                                                       "Anyone I spoke to about \[bleeding\] said, oh it's happened to me before too. Stuff like that. So I didn't have any concerns (ID 5)."\
                                                                                                                       "I didn't really think about cancer, honestly. I was worried about becoming anemic. Or, you know, just getting the bleeding stopped, because sometimes you'd be out, or, I'd go to work and I'd get out of my vehicle and I'd just have a gush and I'd have to come back home again and get changed. So, I started to not go places. But I never thought about it being cancer to tell you the truth (ID 12)."\
                                                                                                                       "I would say I first brought \[the bleeding\] to my doctor's attention in 2009. She told me that it was perimenopause (ID 3)."\
                                                                                                                       "My family doctor told me \[the bleeding was due to\] endometriosis. He said it is not cancer. And when I did the biopsy, he said it's only endometriosis. He said it's not cancer, I wouldn't worry if I were you. And, the results came back and it was cancer (ID 2)."\
                                                                                                                       "I went to see my family doctor... and he said I had a bladder infection (ID 13)."\
                                                                                                                       "When you have a woman who is bleeding beyond the normal time and she has risk factors for endometrial cancer, please suggest a biopsy. Do it in a timely fashion. Don't wait until she's beside herself. That would be one message. It's pretty egregious that that needs to be said. But maybe just a general reminder (ID 3)."

  Obese endometrial cancer patients are subject to stigma and poor provider communication   12 (80%)                   "He said---'Why would you want to carry around 400 pounds? Were you like that all your life?' And, I'm telling you this just happened to me not a month and a half ago. Sure, I know I'm overweight. I know I'm morbidly obese, if that's what you want to say (ID 7)."\
                                                                                                                       "It's made me very angry and disgusted with myself. Cause, you know, it's like I have brought this problem on myself, even though I know that people who are not obese could still get this (ID 6)."\
                                                                                                                       "She didn't like to deal with me because of my body weight. That's pretty much how I ended up in Toronto (ID 15)."\
                                                                                                                       "The thing is, you've got your good nurses and you've got your good helpers and all that. And, then you get the one that spoils... you know, sometimes you get that bad apple in the barrel. And that was not a good experience for me (ID 13)."\
                                                                                                                       "There was a comment when I went initially, when I was hemorrhaging, that it was hard to examine me because, you know, I was so big. You have to understand, being an obese woman, you don't want to get up on that table. You don't want anybody to see you with your clothes off (ID 2)."\
                                                                                                                       "She was back in hospital on a vacuum wound dressing and they were still trying to get her up and admonishing her and berating her, as if she were a lazy fat old woman that didn't want to cooperate in her own care. Two days before she died, they were still admonishing her to get up and walk those stairs and do this and that (ID 3)."\
                                                                                                                       "When I've been thin, my treatment has differed vastly. Absolutely. I feel the gynecologist absolutely judged me. She totally berated me for my weight. Totally made it my fault that I had this illness and the subtext was, you know, you brought this on yourself and we'll try to help you as best you can... as best we can, but, you know, it's your doing (ID 3)."\
                                                                                                                       "It's not like they're going to come out and say, oh yeah, because of your weight, we're not doing this, that, and the other thing. They're not going to just come out and say that (ID 10)."

  Potentially modifiable barriers to care exist for obese endometrial cancer patients       14 (93%)                   "I waited... I think I waited something like 3 weeks. And, then the next thing I heard was that I was being referred to another doctor and I was thinking, this is nonsense. He told me he was going to do the surgery (ID 3)."\
                                                                                                                       "He said he would refer me to somebody else to do it laparoscopically. But, you know, he didn't know when it would happen. And I just wanted it out. I just wanted it over and done with. I didn't want to be waiting around (ID 7)."\
                                                                                                                       "I was waiting, waiting, waiting \[to see the second surgeon\] (ID 6)."\
                                                                                                                       "And then after \[the surgery was abandoned\], I went to see her at the office and she said, 'I couldn't do it. It was too dangerous with your other organs there and that, it wasn't advisable.' So anyway, she said, 'In my opinion' she said, 'I'm going to refer you to Princess Margaret and if it were me, I would want to do the robotic arm.' She said, 'That was your best bet' (ID 13)."\
                                                                                                                       "She wanted to go ahead and do a hysterectomy. But the anesthetist said, 'No, it can't be done here.' And that started a whole other process (ID 11)."

  Quality care for obese endometrial cancer patients can be an achievable goal              14 (93%)                   "In Toronto they were more positive and upbeat. It was like, you know---here we can do something (ID 15)."\
                                                                                                                       "Everybody in that operating room was just so... it was like watching every scene in motion. Everything was in tune. Everything was like, worked proficiently, you know. It was like amazing. The team work was just absolutely amazing (ID 2)."\
                                                                                                                       "I think they do a marvellous job. I really do (ID 12)."\
                                                                                                                       "I was amazed. I really was. And I tell people--- listen if anything ever goes wrong like that, make sure they send you down to Princess Margaret (ID 4)."\
                                                                                                                       "Cancer is cancer, whether you're fat, thin, tall or short. You should be treated the same way. I didn't feel that being overweight was, uh...that they were looking at me differently (ID 5)."\
                                                                                                                       "I think that they're doing a great job and I think that they need to continue what they're doing. I couldn't have asked for anyone better. Even the people that were not in the medical field were very helpful and that goes a long way (ID 7).\"
  --------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

Patients and providers lack knowledge on endometrial cancer {#s3a}
-----------------------------------------------------------

Prior to their diagnosis, many participants simply had no idea there was 'such a thing as endometrial cancer' (ID 3). One patient explained, "It's just not a popular cancer. People don't understand it. If you say breast cancer, people know it. If you have prostate cancer, they know what it is. I had never even heard of (endometrial cancer) (ID 11)."

Participants also lacked knowledge on the significance of postmenopausal or abnormal uterine bleeding before their diagnosis. Except for one individual who had been concerned about cervical cancer, patients had not known that these symptoms could indicate malignancy. While most notified their family physician regardless, several did not or waited years before doing so. In these cases, participants either did not think their bleeding symptoms 'were a big deal' (ID 4), believed they were simply a 'change-in-life-thing' (ID 12) or had skewed perceptions of what constituted normal cycles. One participant stated, "I've had menstrual problems, absent periods, infertility, ovarian cysts, for my entire life. So having pain, having odd menstruation, having periods absent for months on end, none of that was new to me (ID 3)."

Participants also described situations in which their primary care providers failed to recognise postmenopausal and abnormal uterine bleeding as symptoms concerning for cancer. While many physicians did refer to a gynaecologist, some attributed the symptoms to structural causes or perimenopause without investigating further, and others ordered lab tests or imaging rather than an endometrial biopsy. Many participants experienced worsening of symptoms before a diagnosis was made. One participant stated, "I couldn't get the bleeding to stop on its own, and I was afraid of passing out and bleeding more. So I started calling 911 (ID 15)." For others, the experiences of family or friends led them to carry out their own research and persist in having their symptoms evaluated: "I went back to my doctor after my friend passed (away from cancer) and said, 'This bleeding is going on unabated and it is bizarre. No woman I know puts up with this.' (My doctor) again brought up about the fibroids. She said---'I can send you for another ultrasound.' And, I said---'Yes, please do, but I also want a biopsy' (ID 3)."

Similarly, no participant had known that obesity is a risk factor for endometrial and other types of cancers prior to their diagnosis. One participant summarised, "Obesity is a terrible thing because it affects so many things... but I did not know that it would affect cancer (ID 13)." Most agreed that messaging around endometrial cancer as an entity and obesity as a risk factor was inadequate: "It's definitely an educational thing. My sisters are overweight and past menopause. They should be getting checked too (ID 8)."

Endometrial cancer patients with obesity are subject to stigma and poor provider communication {#s3b}
----------------------------------------------------------------------------------------------

Participants highlighted concerns with how their healthcare providers had communicated with them about obesity. First, most providers had simply not discussed it: almost all participants learnt about the link between obesity and endometrial cancer through their own online searches and independent reading. Second, if physicians did address obesity, it was usually at the time of diagnosis, and patients questioned this approach. While some appreciated the 'wake-up call' (ID 14), others felt that discussing obesity at diagnosis was futile or placed blame on the patient: "I don't know whether it was really necessary to tell me because I was so obese that that's why I got cancer. It's sort of after the fact. It was done in a very sensitive way, but I don't know what the point was (ID 2)."

Most recently diagnosed participants expressed a desire to have been counselled specifically on the association between obesity and endometrial cancer earlier in life. One participant stated, "If there really is such a huge risk for women that are overweight, then it really should be more pronounced. Doctors should be bringing that to women's attention all the time. Just like now you smoke, you get lung cancer, period. If you're overweight, or this much obese, you're going to get cancer. That should be told (ID 5)."

In line with primary labelling theory, some patients felt they were treated differently than normal weight individuals. For example, some were offered non-curative alternatives to surgery because of their body weight: "She didn't like to deal with me because of my body weight. She wasn't willing to do anything, other than radiation. That was the attitude I got. Basically it's---Oh you've got cancer. Have a good life, what's left of it---you know (ID 15). "

In line with secondary labelling theory, several participants discussed prior stigmatising experiences that led to avoidance of healthcare. One participant stated, "I had a doctor say to me when I went for a Pap smear once---'This is impossible, there's so much fat down here.' Well, I didn't want to go for a Pap test ever again (ID 2)." Another participant who had previously been referred for knee surgery described how her doctor had implied that obesity was merely a choice: "I had the surgeon say to me---'Why would anyone want to be fat like that?' (ID 7)." Some participants avoided the healthcare system altogether because their previous health complaints had always been attributed to their weight: "I figured if I have like, joint pain or you know, any little issue, it would be because of my weight. If I go see the doctor, he's going to say the obvious, you know what I mean? Lose weight (ID 14)."

However, not all participants felt that their weight adversely affected their interactions with the healthcare system. Three had never felt stigmatised, saying, "I don't believe I've been treated differently at all (ID 10)." Others acknowledged a potential issue but were unwilling to let others influence their own self-worth because of their weight: "It's not my body fat. I'm what is inside of me. I don't let that dictate how I feel, or how people treat me. Sometimes people can be crude and make remarks and what not and you ignore that sort of thing. That's your opinion, fine. I know who I am. I'm a good person. I've got a lot of self-confidence. I don't need your opinion. I know that I'm overweight, but that's for me to deal with, not you (ID 13)."

Potentially modifiable barriers to care exist for endometrial cancer patients with obesity {#s3c}
------------------------------------------------------------------------------------------

Barriers to care emerged as a common theme. Most barriers identified by participants were universal, in that they were likely experienced by both obese and non-obese patients. These included administrative, geographic and financial challenges ([table 3](#T3){ref-type="table"}). However, other barriers were likely obesity-specific. First, many participants described diagnostic delay due to struggles in obtaining an endometrial biopsy and/or imaging; specifically, physicians frequently needed to perform a pelvic examination and biopsy under general anaesthesia, or imaging tests were not possible or indeterminate due to body habitus. A participant whose diagnosis was made months after presentation stated, " They tried two D&Cs eventually. The first one was inconclusive. The second one they had more material that I guess gave them some results. And then they did a CT scan. Well, they weren't sure, because... it was a size issue. They weren't sure their CT scan was big enough for me. Eventually they decided I'd fit their parameters. I guess I got small enough to fit in the CT scanner."

Second, a small number of participants experienced treatment delay due to late cancellation or even intraoperative abandonment of surgery. One patient noted, "I got to the point where I had a surgery date and everything. But the anesthetist classed me as being too high risk for that hospital and said no, it could not be done there. So that was cancelled and I was referred to the other hospital (ID 15)." Finally, all participants experienced treatment delay due to requiring multiple referrals before finding an accepting surgical team. One participant, who saw four gynaecologists before surgery, described how discouraging this process was for her: "By this time I felt like I was auditioning for a show. And that if I didn't audition well, my cancer... or my surgery would be delayed again (ID 3)."

###### 

Representative quotations illustrating barriers to care for endometrial cancer patients

  ---------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Barrier          Representative quotations
  ---------------- ----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Administrative   "My family doctor referred me to a gynecologist and he put on it ASAP. I hadn't heard back so I called the gynecologist's secretary and she said, 'Oh, she said, I haven't even had time to look at the faxes yet.' And she said, 'Well, if you're a new patient, you've got to wait 2 to 3 months before you see the doctor anyway. So, you know, it just didn't go good at first (ID 2)."\
                   "Every day that went by, it wasn't happening. I would call her office. I would ask if the referral had been made. They would say yes. I would call the places that the referral was supposed to be made and they would tell me they hadn't received my referral and then I would go back to her. So, for those weeks, I was in her office almost every other day and I was on the phone to her office, every day (ID 3)."\
                   "I already told you that the gynecologist did not send all of the information down to Princess Margaret, so that was a delay (ID 5)."\
                   "It's a bit confusing going through the system. You're dealing with so many people who all have a specialized function and it would be nice to say, okay, so \[the doctor\] has a nurse, she has an assistant, these are the people you call for booking appointments, you know. There's just so many people to deal with (ID 6)."

  Geographic       "By the time we got home with the traffic and all that, it was like 2 o'clock in the morning, by the time we went to bed. And we had got up at 6 o'clock to pack the truck, so. I mean, you know, it was pretty brutal. So, that's why we decided that, yeah, we're staying in a motel, even if I can't afford it (ID 14)."\
                   "There was a lot of stress and a lot of doctors meetings and appointments in Toronto, which isn't where I live and I'm not familiar with (ID 12)."\
                   "How was the process? Other than having to travel 4-1/2 hours, um, I... I had no issues. Like, I said, other than trying to find a motel and, um, and, the traveling (ID 14)."\
                   "If they're out of Toronto, my suggestion would be that they take them in the night before instead of the morning of. Because it's difficult especially for somebody that, you know, has to get a ride there. Like, that's the difficult part, right. That was the hardest thing about the whole thing, really. Was getting a ride here (ID 4)."

  Financial        "I try not to eat what the dietitian say I'm not to eat, but, you know, sometimes you just don't have the funds to buy what you need. So, sometimes whatever you're not to eat, that's the thing you're eating. And, then, you know, you put on the weight and it's very hard to take off. So, that is my problem (ID 9)."\
                   "It's just, I mean, you know, financially it's really hard for a person. They wanted me to come originally on the 15^th^. Well, I don't live just across the street, you know. I mean, it costs big dollars. You can't get a seat sale, because, you know, you're not far enough down the line. And then to stay in a hotel. You can't get there early enough, because they want you there for 7:00 in the morning and there's no flights, so you have to go the night before. It's like, with everything. And, you can't get a hotel room for less than \$230 a night (ID 7)."\
                   "I'm just like everybody else, I live from pay cheque to pay cheque and I have no short-term disability, only long-term. So, you have to go on unemployment. And, you have a waiting period (ID 12)."\
                   "The parking is killing us, you know, at the hospital and that. Big bucks. Oh my God. Yeah (ID 13)."\
                   "The Northern Ontario Travel Grant did help offset a little bit, especially with the traveling. But I mean for the motel, well no matter where you go, they'll pay only a set amount. So that did help us a little to offset but it was frustrating (ID 14)."
  ---------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

Participants also discussed how the healthcare system is simply not equipped to accommodate individuals with morbid obesity. Deficiencies in the size or structure of waiting rooms, CT scanners, operating room tables and medical equipment were described. One patient summarised these issues when she said, "It can be embarrassing when the nurses say, oh, we don't have a blood pressure cuff your size, so we'll have to put it on your forearm. Or that their chairs are so darn narrow, with arms that you can't sit on them in the waiting room (ID 6)."

Importantly, participants discussed a lack of effective weight loss interventions. Available weight loss programmes were seen as inadequate for women with morbid obesity. One participant stated, "Weight loss strategies need to be meaningful ones. Maybe there's some people who need to lose 10 or 15 pounds for bikini season. But people who get to be my size, you wonder how can you ever get that big? If you can get that big, there's something going on metabolically. This is not a normal process and a normal diet is not going to fix that (ID 3)."

Others discussed their repeated struggles with affording and maintaining a healthy lifestyle: "Well, what can you do? I've tried my whole life (ID 4)." The few patients who did take initiative to lose weight before surgery were disappointed when their efforts were not acknowledged by their healthcare providers.

Quality care for endometrial cancer patients with obesity is an achievable goal {#s3d}
-------------------------------------------------------------------------------

Despite these barriers, almost all participants felt that they had been well cared for overall, in that their endometrial cancer had been ultimately treated appropriately by an expert surgeon. Indeed, participants appreciated when community physicians recognised the limitations of their centres and referred them to a more appropriate surgical team. When asked how she felt after her gynaecologist disclosed he was unable to perform her procedure due to the medical and surgical risks of morbid obesity, one participant recalled, "Actually, at the time I was, you know, kind of iffy about it but I almost immediately thought, thank you so much because at least you are saying you can't do it and you are sending me to someone that can. We're not beating around the bush. You're not going to try and then tell me, oh sorry, can't do it, so that takes more time. So I had no problem with it (ID 4)."

Many participants were 'in awe' (ID 13) of how quickly and smoothly their care progressed once they arrived at a centre that was comfortable offering minimally invasive surgery to patients with morbid obesity. One participant stated, "Once you got there, everything was all put in perspective. All in order. That part of the system is working (ID 7)." Another participant who was seen at five centres prior to surgery understood that the referrals were in her best interest but would have appreciated a more direct route.

Discussion {#s4}
==========

This qualitative study explored the referral experiences of women with endometrial cancer and morbid obesity. Our results identify concerning knowledge gaps in these women, and reveal opportunities in which both prevention and survivorship strategies, accessibility to care and provider communication could be improved.

None of the participants in this study knew that irregular or ongoing postmenopausal bleeding were symptoms of endometrial cancer prior to their diagnosis. Participants were also not aware of endometrial cancer as an entity, or that obesity placed them at especially high risk of the disease. Survey-based studies similarly show that only 30% of general population women know that vaginal bleeding may be a sign of malignancy[@R23] and 25% list cancer as a health condition that could result from being overweight or obese.[@R25] These results suggest a pressing need for public education on endometrial cancer and its presenting symptoms, as well as targeted counselling and screening by physicians. Media campaigns have previously been used to educate on the association between rectal bleeding and colorectal cancer,[@R26] and haematuria and bladder cancer.[@R27] Similar initiatives on the significance of abnormal vaginal bleeding, led by societies such as the American College of Obstetrics & Gynecology or the Royal College of Obstetrics & Gynecology, could help in closing this knowledge gap. Providers should also be encouraged to specifically counsel their patients with obesity about the risks and warning signs of endometrial cancer. Educating this high-risk patient population may ultimately enable timely diagnosis and implementation of strategies for disease prevention.

Participants expressed a desire for knowledge and interventions earlier in life that might have prevented the development of endometrial cancer, but at the same time highlighted a lack of effective strategies and support for sustainable weight loss. Alternate approaches for endometrial cancer prevention may thus be valued and accepted by this patient population, even at a young age. Combined contraceptives and progestin-containing intrauterine devices are simple, cost-effective interventions that should be considered routinely for women with morbid obesity, particularly those with additional risk factors such as anovulation.[@R28]

Our data suggest that the postoperative period can be used as a window of opportunity to address the long-term health of endometrial cancer patients by initiating conversations about obesity and lifestyle modification. Although participants questioned whether physicians should mention obesity while breaking bad news, they universally appreciated frank discussions about the surgical and medical risks of obesity later during the course of treatment. Existing literature reinforces these findings: over 90% of women with endometrial hyperplasia/cancer and obesity report that it would be appropriate for their gynaecologic oncologist to discuss weight loss,[@R30]and those who receive such a counselling are more likely to attempt weight loss postoperatively.[@R31] Over 50% of endometrial cancer patients with obesity accepted a bariatric referral when approached by their oncologist within 1 month of surgery, compared with only 35% after 1 year and \<10% by 3 years.[@R30] When one considers that endometrial cancer patients with morbid obesity are more likely to die of their cancer and also of comorbidities compared with leaner counterparts, it is clear that addressing obesity after curative treatment is critical to optimising long-term health for this population.[@R3]

Such a counselling on obesity must be delivered in a way that limits the stigmatisation and healthcare avoidance described by our participants. Patients should be asked what terms are acceptable when discussing their weight.[@R33] We adhered to the WHO classification for obesity, but recognise that BMI alone is not the defining feature of obesity and patients may prefer other terminology. Providers should also avoid advising 'diet and exercise' without further support; this strategy is oversimplified and inadequate in this population, and may perpetuate weight stigma by implying that patients with morbid obesity are lazy or lack self-control.[@R10] Providers should instead highlight the importance of a healthy lifestyle at any body size, encourage normalised eating rather than dieting and offer formal referrals for bariatric surgery or professional supervision of weight loss.[@R30]

Our participants indicated that high-quality care for women with endometrial cancer and morbid obesity is an achievable goal, but also identified barriers that must be addressed. Several women included in this study described treatment delay due to cancelled or abandoned surgeries at centres with inadequate resources to manage their complexity, and this is certainly a quality of care issue that should be avoided. Women with morbid obesity would likely benefit from being managed in tertiary care centres with robotic technology,[@R7] and many participants in this study described feeling well cared for at such centres. However, redirecting referrals to these centres must be balanced against cost and travel requirements, which were also raised by patients as significant challenges. Therefore, if care for patients with morbid obesity is streamlined in this way, other barriers to accessibility must be simultaneously addressed.[@R36]

While informative about the referral experiences of endometrial cancer patients with morbid obesity, our study has several limitations. First, we only interviewed women treated in urban academic centres, and their experiences may not be representative of women undergoing surgery in other practice settings. However, many participants were first assessed in community centres, and we captured those experiences as well. Second, obesity is a sensitive topic, and not all patients may be willing to participate in an interview where this is the central focus. Thus, our study only includes women who have a level of comfort in discussing obesity.

Our study also has many strengths. By using a qualitative approach, we gained insight into the unique challenges experienced by this patient population and the ways in which they feel obesity should be addressed by healthcare providers. Our findings will be instrumental in guiding communication and care delivery to endometrial cancer patients with obesity. Our results may apply to other populations as well: the barriers described by participants may be relevant to all women with endometrial cancer and to patients with other obesity-related diseases.

Future research is required to clarify the impact of obesity on endometrial cancer care. Epidemiological studies will be important in quantifying whether patients with obesity indeed face diagnostic or treatment delays, and whether patterns of oncological care differ for patients with and without concurrent obesity. From a qualitative perspective, evaluating perceived barriers to care for this population from the perspective of physicians will be critical in identifying opportunities for intervention and knowledge translation.

In summary, women with low-grade endometrial cancer and morbid obesity have important knowledge gaps, and may face barriers and stigmatisation in the healthcare system. Education around endometrial cancer, including its warning signs and association with obesity, is needed for both patients and providers. Coordinating care to centres with expertise in managing surgically complex cases may reduce delays and improve the overall treatment experience for women with morbid obesity. Finally, postoperative survivorship offers a unique window of opportunity to address obesity, and thus optimise long-term health for this population.
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